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Background

Summary of Hospital’s Community Context:

The mission of Children’s Mercy Hospital of Kansas City (“Children’s Mercy”) is to improve
the health and well-being of children by providing the highest level of comprehensive, family-
centered healthcare and by committing to excellence in research, academics and service. Our
vision is to become a national and international leader recognized for advancing pediatric health
through innovation and high-value, integrated care.

Since 1897, Children’s Mercy has provided high quality clinical and psychosocial care for
children and families in our region, regardless of their ability to pay. In FY2013, the amount of
uncompensated care totaled more than $135 million, which includes charity care, unreimbursed
Medicaid®, and other means-tested government programs, and subsidized health services. As the
shift continues from acutely ill healthy kids to Children with Medical Complexity (CMC) in the
inpatient setting; the strain on the Medicaid and safety net system increases. Indeed, a key
challenge for the state of Kansas is a rapidly growing population of CMC; a population which
generally lacks access to high quality care and primary care services. This problem is
compounded in rural settings, abundant in Kansas, given that access to primary care services for
CMC and their families is extremely limited.

Children’s Mercy has a tremendous impact on improving access and quality of healthcare to
Kansas kids. For example, in FY 2013, Children’s Mercy treated children from all 105 counties
in Kansas. Within that same year, approximately 37% of the patient visits to Children’s Mercy
were from Kansas residents. Of those Kansas children treated at Children’s Mercy, 40% were
Kansas Medicaid recipients.

While providing quality medical care for sick and injured children has long been a core to
Children’s Mercy’s mission, the rising demands placed on the healthcare system due to
increasing levels of uncompensated and unreimbursed care have led to a situation that is not
sustainable. Further implementation of the Beacon Program with expanded services and benefits
for Kansas Medicaid children provides a unique solution to Kansas’ challenge.

Children’s Mercy’s Beacon Program

Children’s Mercy has been committed to providing a coordinated program or medical home for
CMC, and the knowledge and experience gained in providing this care has culminated in the
current Beacon Program. The Medical Coordination Program (MCP) represented an initial
exploratory program and was limited to a consultation visit only, performed once annually, for
patients whose primary care was the Pediatric Care Clinic (PCC). The MCP experience yielded
knowledge about the resources required to provide service beyond the annual visit and to accept
referrals from beyond the PCC and expand the number of patients it would be able to serve.

! “Unreimbursed” is the shortfall created when the amount paid by the government-sponsored program is less than the hospital’s cost to care for
that patient.
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In light of a number of external factors, including the DSRIP initiatives, Children’s Mercy began
exploring new and expanded services to coordinate care for CMC. Over the years, Children’s
Mercy continued to learn the components necessary for a successful medical home and care
coordination program. Based on this experience, Beacon began to formalize with the addition of
staff and resources in July 2013. Beacon’s staff in late 2013 was comprised primarily of partial
FTE’s pulled from other clinics within the PCC, rather than a set of dedicated full time health
care providers. In October 2013, Beacon designated its first patient. Despite a one-year delay in
DSRIP implementation, Children’s Mercy continued to develop plans and processes to prepare
for Beacon’s expansion of its patient population throughout 2014, including chiefly Missouri
Medicaid patients seen by other healthcare teams at the PCC. Currently, the Beacon Program is
an independent, primary care, medical home for children with medically complex problems and
their siblings. Beacon employs dedicated staff to communicate and coordinate with specialists in
the medical neighborhood in order to provide the highest level of coordinated care, for the
highest value, to these most medically fragile patients. As of December 2014, all patients
enrolled in the Program reside in the greater Kansas City area, with 63 patients from Kansas.

Describe the Hospital’s Patient Population:

Children’s Mercy provides comprehensive, family-centered health care to the children of Kansas
and Missouri. Medicaid represents 51% of our annual patient revenue. Children from 44 states
accessed services at Children’s Mercy in FY 13, with more than 14,000 inpatient admissions.
During that year, Children’s Mercy documented approximately 350,000 clinic and urgent care
visits and more than 100,000 emergency room Visits.

The greatest population growth and highest resource utilization is occurring among children with
life-long chronic conditions that affect more than two organ systems, or are complex, or
progressive in nature, or are more severe conditions that have related co-morbidities or are
progressive in nature, leading to worsening debility and health. Examples of the children that the
Beacon Program is designed to manage and provide care for include children with more than one
of the following: cerebral palsy, major congenital heart disease, diabetes, and coagulation
disorders. Children with multiple ilinesses like these represent some of the patient population
with the highest level of complexity in Children and Youth with Special Health Care Needs
(CYSHCN) and fits squarely into the category of Children with Medical Complexity (CMC).
These patients are defined as children who “have medical fragility and intensive care needs that
are not easily met by existing health care models. CMC may have a congenital or acquired
multisystem disease, a severe neurologic condition with marked functional impairment, and/or
technology dependence for activities of daily living.”

Children with Medical Complexity, while heavily concentrated in urban areas (approximately
82% (11,592) of Children’s Mercy’s inpatient discharges in 2012 were to urban locations), still
have a presence in the rural communities. Indeed, nearly 18% (2,552) of Children’s Mercy’s
discharges of CMC were to rural communities.® Expanding access to the Beacon Program to

2 Eyal Cohen, Dennis Z. Kuo, Rishi Agrawal, Jay G. Berry, Santi K. M. Bhagat, Tamara D. Simon and Rajendu Srivastava. (2011). Children
With Medical Complexity: An Emerging Population for Clinical and Research Initiatives. Pediatrics 127(3): 529 -538.

3 - . S
Children’s Hospital Association / Children’s Mercy Pediatric Health Information System (PHIS) data (2011-2012). Confidential.
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these more remote locations for Kansas Medicaid patients will better support community-based
primary care for those children and families.

For Children’s Mercy, over 50% of the inpatient charges are attributed to life-long chronic
patients with two or more body systems affected, although these patients represent only 15% of
the inpatient population. A relatively small group of patients represent a significant portion of
costs in the inpatient setting. Therefore, improving care coordination and medical home
interventions (central tenets of the Beacon Program) with this population is crucial for success in
efficient and effective resource utilization.

Describe the Hospital’s Health System:

Children’s Mercy is the only ternary care pediatric health system with the ability and capacity to
serve CMC between St. Louis and Denver. With more than 450 physicians and nearly 7,000
other employees, Children’s Mercy operates its hospitals on two campuses: the main campus
(Adele Hall Campus) located on Hospital Hill near downtown Kansas City and the south campus
(Children’s Mercy South) in Overland Park, Kansas. Children’s Mercy also operates six
ambulatory care centers in the Kansas City Metro Area; specifically, Children’s Mercy
Northland (Kansas City, Missouri); Children’s Mercy East (Independence, Missouri); Children’s
Mercy West (Kansas City, Kansas); Children’s Mercy Clinics on Broadway (Kansas City, MO);
Children’s Mercy College Boulevard (Overland Park, Kansas); and Children’s Mercy Blue
Valley (Overland Park, Kansas).

The following is a list of Children’s Mercy’s specialty and outreach clinic locations throughout
its expansive service area:

Great Bend, Kansas
Junction City, Kansas
Parsons, Kansas
Pittsburg, Kansas
Salina, Kansas

Wichita, Kansas
Joplin, Missouri

St. Joseph, Missouri
Springfield, Missouri

Challenges Facing the Hospital:

There has not been a medical home in the Kansas City region dedicated exclusively to children
with medical complexity. Children’s Mercy recognized the need for a medical home for children
with complex and chronic conditions as a top priority in the institution’s strategic plan in 2014,
part of our commitment quality outcomes. Additionally, Children’s Mercy has recognized this
need as one that would benefit greatly from the Triple Aim (better experience for patients, better
health for populations, and decreased costs per capita) of providing improved health outcomes
and patient experience at a decreased per capita cost.

Recent studies document a population shift in relation to inpatient care at Child Health
Corporation of America (CHCA) Hospitals. More children with chronic, complex conditions
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(CCC) are being hospitalized, while fewer “healthy” children are being admitted with acute
illnesses.

Pediatric Health Information System (PHIS) data from 2004 to 2009 was reviewed to identify
exactly which patient groups are increasing in volume and use of inpatient resources. The team
used Clinical Risk Groups (CRGS), a pediatric risk-adjustment methodology, developed by the
National Association of Children’s Hospitals and Related Institutions (NACHRI), and 3M to
classify each patient into a single group based on hospitalizations over a four-year period. This
CHCA report became available to Children’s Mercy in 2011. Aggregate data from CHCA
Hospitals revealed that the greatest population growth and highest resource utilization is
occurring among children with life-long chronic conditions that affect more than two organ
systems, or are complex, or progressive in nature, or are severe conditions with related co-
morbidities or are progressive in nature, leading to worsening debility and health. This
population is defined as children who “have medical fragility and intensive care needs that are
not easily met by existing health care models.

For most CHCA Hospitals, as is the case for Children’s Mercy, the smaller proportion of
complex children are responsible for more charges than the larger group of “not chronic”
children. Again, in 2010 we found that over 50% of the inpatient charges were attributed to the
life-long chronic patients with two or more body systems affected, although they represented
only 15% of the inpatient population. Of those admitted in 2010, approximately 70% of the
children 19 years or older were Youth with Special Health Care Needs (YSHCN) who had
lifelong chronic conditions in two or more body systems, highlighting the need for transition to
adult care for these patients. Nationwide, there remains a critical need for effective strategies,
such as Beacon, to better manage CMC at pediatric institutions. It is widely recognized that
meeting this need for children and adolescents could ultimately result in reducing costs in the
adult institutions that will be providing care for this same kids after transition.

Project Title:

Implementation of the Beacon Program to Improve Coordinated Care for Kansas Children with
Medical Complexity (CMC)

Goals of DSRIP Plan:

Implement and expand the Children’s Mercy’s outpatient primary care center (the Beacon
Program) to provide regional comprehensive care coordination for Kansas Children with
Medical Complexity.

Other Hospital Initiatives funded by Health and Human Services:

Attached hereto is Exhibit 1 which provides a full listing of current Health and Human Services
funding to Children’s Mercy Hospital. Children’s Mercy was informed in September, 2014 that

* Feudtner C, Hays RM, Hayne G, Geyer JR, Neff JM, Koepsell TD. Deaths Attributed to Pediatric Complex Chronic Conditions: National
Trends and Implications for Supportive Care Services. Pediatrics. 2001; 107:€99.
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the Children’s Hospital Association (CHA) was awarded funding (from the Center for Medicare
and Medicaid Innovation) for its Coordinating All Resources Effectively (CARE) proposal. To
date, Children’s Mercy has not been informed about the amount of funding it will receive in
order to further implement the Beacon Program in Missouri. However, we have provided (in the
Project Budget Section and Exhibit 2) the budget for this project which provides an allocation,
by State, of costs attributable to the Beacon Program.

Hospital Service Area Definition:

Children’s Mercy uses varying definitions of service areas that depend upon the clinical service
or patient population being discussed. The Primary Service Area (PSA) is comprised of 18
counties surrounding the Kansas City Metropolitan Statistical Area. The pediatric population in
our PSA includes approximately 630,000 children ages 0-17. Included within this PSA is the six
county Kansas City metro, which includes approximately 470,000 children ages 0-17. These six
counties are located in both Missouri (four counties) and Kansas (two counties).

A Secondary Service Area (SSA) is used when focusing on regional services. The SSA includes
50 counties in Missouri and Kansas that form a radius of approximately 120 miles around
Children’s Mercy Hospital-Adele Hall Campus. The pediatric population in our SSA is
comprised of an additional 220,000 children ages 0-17 beyond the population of our PSA.
Approximately 20% (2,552) of Children’s Mercy’s inpatient discharges of CMC were to rural
locations. Nearly 50% of those discharges were to locations greater than 100 miles from
Children’s Mercy’s Hospital-Adele Hall Campus. Expansion of Beacon’s consultative services
and more effective connections to rural, community-based primary care providers will better
serve CMC and their families living in these remote areas. Figure 1 below is a geographical
depiction of Children’s Mercy’s broad service area.

Figure 1:
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Community Partners Participating in Project:

Given the extensive needs of children with medical complexity, many community partners work
collaboratively with us to support our patients in the community. One key measure of a high
performing Patient Centered Medical Home is the success of that practice or clinic in supporting
patients who need access to community resources. Children with Medical Complexity seen by
the Beacon Program require significant resources outside of the walls of the clinic and hosptial.
To meet the need, the Beacon Program works regularly with the the following community
agencies and healthcare institutions in Kansas:

e Local and regional school districts e Kansas’ Legal Aid Referral Program
e Infant Toddler Program (Partnership with Children’s Mercy and
e Private duty nursing, home health and Legal Aid)
palliative care agencies e Children’s Therapeutic Learning Center
e Kansas City Regional Office (TLC)
e The Rehabilitation Institute of KC e Department of Health and Human Services
e Kansas Managed Care Medicaid Case e Families Together (Kansas)

Managers e Department of Elementary and Secondary
e Children’s Center for the Visually Impaired Education

e Kansas Services for CYSHCN (services to
disabled children ages 3-21)

Project Description

Identification of Need for Projects
Provide data driven evidence that this is a relevant goal for the hospital and the community. Demonstrate
Category 3 metrics align with community needs and these areas have room for improvement:

The federal Maternal and Child Health Bureau (MCHB) of the Health Resources and Services
Administration (HRSA) defines children and youth with special health care needs (CYSHCN) as
those who have, or are at increased risk for, chronic physical, developmental, behavioral, or
emotional conditions and who require health and related services of a type or amount beyond
that required by children in general. The evidence and data supporting improved provision of
care for CYSHCN and effective strategies for providing that care is as follows:

1. The Kansas Maternal and Child Health 2015 Needs Assessment® (Needs Assessment) has a
section dedicated to CYSHCN. The 2005/2006 National Survey of Children with Special Health
Care needs represented 16% of all Kansas children younger than 18 years of age, approximately
112,000 children. The 2007 National Survey of Child Health determined that 69.3% of Kansas
CYSHCN’s overall health was rated as good or excellent; far below that of 88.0% for non-
CYSHCN. Oral health also ranked lower for CYSHCN when compared with non-CYSHCN.
The survey indicates that 67.7% versus 72.3 Children with Medical Complexity of course

® Kansas Maternal and Child Health 5-year Need Assessment; http://www.kdheks.gov/c-f/downloads/MCH_2015_Summary.pdf
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represent a subset of CYSHCN. However, as the Needs Assessment shows, there is significant
room for improvement in the larger populations overall health status. The Beacon Program’s
patient and family-centered approach is designed to meet the needs of this population, producing
better health outcomes for CMC.

The Needs Assessment lists potential priority issues for CYSHCN that include access to care,
family-centered care, medical home, and transition. Current CYSHCN priority strategies for
Kansas include:

e Priority #1: All CYSHCN receive coordinated, comprehensive care within a medical
home.

o Strategy 1.1: Inform, educate, and involve families and providers about medical
home components and initiatives to promote effective and successful systems
change

o Strategy 1.2: Mobilize community partnerships (between policymakers,
healthcare providers, families, and the public) by coordinating services for
eligible CYSHCN and linking children and families to providers and community
services/resources

e Priority #2: Improve the capacity of CYSHCN to achieve maximum potential in all
aspects of adult life, including appropriate health care, meaningful work, and self-
determined independence

o Strategy 2.1: Enhance community partnerships by identifying community
resources, integrating service delivery systems, and streamlining the transition
process for children and youth

o Strategy 2.2: Inform and educate children, youth, and families about available
transition services and about where and how to access these services

e Priority #3: Financing for CYSHCN services minimizes financial hardship for their
families

o Strategy 3.1: Link families to providers who are contracted with or referred by the
CYSHCN program and accept negotiated reimbursement rates

o Strategy 3.2: Ensure that CYSHCN Clinic/Field staff assists families in applying
for and maximizing benefit of funding sources and family supports

o Strategy 3.3: Support expansion of primary and specialty care services to
minimize travel time and missed work/school days

Beacon offers a number of strategies designed to meet the challenges outlined in these Priority
Areas. Beacon will transform the Program via the PCMH recognition process which will, in
turn, support nearly all of the strategies listed above. Further, the Beacon Program provides
value by making its operational process and structures more readily available for Kansas CMC.
These include optimal processes relating to better access to and coordination of care, including
availability of appointments and, access to a primary care provider, referrals, and consults.
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Access to Beacon’s Services

A variety of appointment types are available for Beacon patients. All patients in Beacon receive
well child check-ups per the American Academy of Pediatrics Bright Futures guidelines.
Additional appointments are available for urgent and non-urgent ill appointments. Urgent ill
needs are triaged by the nurse practitioner case manager. The nurse practitioner case manager
either gives home care recommendations, or schedules the patient for a same-day appointment.
Since a key outcome measure of this DSRIP Plan is to reduce emergency room utilization,
primary, secondary, and tertiary plans are in place for scheduling same day urgent ill
appointments. Non-urgent appointments, such as hospital follow-ups or weight checks, can also
be scheduled same day. In addition to these regular primary and continuing care types of
appointments, the complex Beacon patients are also scheduled for a two hour, initial visit, called
a Health and Service Evaluation (H&S). This annual visit is used to summarize all care during
the past year, ensure appropriate follow-up, and make a comprehensive care plan for the next
year. All Beacon patients will receive an annual Health and Service Evaluation. When
necessary, some patients are given a one hour new patient appointment for urgent needs to be
addressed, prior to their initial Health and Service Evaluation.

In addition to having access to a primary care provider during daytime hours, all Beacon patients
are offered access to their primary care provider via email and Children’s Mercy’s patient portal.
Families sign consent forms if they elect to participate. Email access is provided only for
Beacon patients, and is not available for patients seen in the Children’s Mercy Pediatric Care
Clinic (PCC). After normal business hours, Beacon providers take patient and families calls, to
ensure that the person providing recommendations is familiar with the child and his or her
baseline and history. The PCC uses a general nurse line for on-call after hour triage. The illness
protocols used by these nurses would normally send the vast majority of complex patients to the
emergency room; due to the fact the baseline vital signs and symptoms are abnormal for typical
healthy or well children. However, the availability and responsiveness of a Beacon
physician/advanced practice nurse practitioner who is experienced and comfortable with the care
of children with medical complexity allows for more of these patients to be cared for via phone
or an office visit the next day, thus decreasing emergency room utilization and overall cost of
caring for this population. Such interventions also decrease the risk of iatrogenic exposure to
illness in the emergency room. Anecdotal parent and family satisfaction with this process is
significant.

Beacon providers are also available for inpatient consults for coordination of care at Children’s
Mercy as needed on existing patients. Additionally, the Beacon providers visit any Beacon
patient who is inpatient to assist with care coordination and facilitation of outpatient care plans
while inpatient at our hospitals, while also planning for discharge and follow-up outpatient visits.
Since the Beacon providers know all Beacon patients well, they facilitate earlier discharges,
sometimes when the patient is still on oxygen or still advancing feeds. In a typical inpatient
setting, this kind of planning would not be considered. With the Beacon provider’s knowledge
and close follow-up with patient and families, such planning not only increases patient and
family satisfaction, but also decreases overall lengths of stay and ultimately the costs to the
system.
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Beacon Referrals

In the beginning of 2014, referrals were accepted to the Beacon Program only from PCC
providers. In the summer and fall of 2014, after rather extensive external and internal
communication campaigns, referrals were accepted from any healthcare provider within the
Children’s Mercy system and then from primary care providers in the community. However, all
patients accepted in 2014 were accepted with the understanding that Beacon would be their
primary care provider.

If a patient has an existing primary care provider, then the referral to Beacon must come from
that primary care provider. If the family or another healthcare provider believes that Beacon is a
good option for the child, then that provider and/or the family needs to broach the topic with the
primary care provider. The primary care provider then fills out the paperwork on the Beacon
website for a patient “with an existing PCP.”

If a patient does not have an existing primary care provider, then the referral to Beacon can come
from any healthcare provider within or outside the Children’s Mercy Hospital’s system. An
example would be a patient with a ventilator and feeding tube who has moved from another state
to Kansas City and presents to the emergency room for care and does not yet have a primary care
provider in the area. The healthcare provider then fills out the paperwork on the Beacon website
for a patient “with no PCP.” We do not accept self-referrals from families alone.

Development and Implementation of Beacon Consults

The Beacon Program is still working to establish the procedures and processes to best provide
primary care to complex patients. A goal of the Program has always been to expand to more
remote areas and to support existing community primary care providers in caring for complex
patients where they live. These are what we deem “Beacon consults.”

In this role, the Beacon primary care provider does not assume the primary care role for these
patients. The referrals for “Beacon consults” come from remote community primary care
providers. With acceptance of a Beacon consult patient, the Beacon team will perform a two-
hour, Health and Service Evaluation to summarize all care in the past year, ensure appropriate
follow-up, and make a comprehensive care plan for the next year. This plan is then delivered to
the community primary care provider for implementation over the next year. Consult patients
receive an annual Health and Service Evaluation. This evaluation can be performed with
telehealth technology to prevent the need for the family to travel a long distance to Children’s
Mercy from remote locations.

Beacon consult families do not have access to the Beacon providers via phone or email, during
the day or after hours. However, the Beacon consult patients’ community provider does have
access to the Beacon providers via phone or email, during the day or after hours. This will help
support the patient and the provider while keeping their care in their local community. It also
does not usurp the role of the local primary care provider, but rather augments their care. If a
Beacon consult patient is admitted to a Children’s Mercy Hospital, Beacon providers will
provide inpatient consultative services for them, assist with care coordination, and facilitate the
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outpatient care plan for discharge and follow-up with their community primary care provider as
an outpatient.

Children’s Mercy has an existing telehealth location in Wichita, Kansas. Thus, when the
consultation piece of the Beacon Program is started, referrals will be accepted from any
community primary care provider in the state of Kansas, whose patient is willing to go to
Wichita for the annual Health and Service Evaluation. Wichita was selected due to its existing
telehealth structure and its central location for many other rural Kansas communities.

2. In response to Healthy People 2010°, the national health care agenda for the United States of
America, the federal MCHB has identified six key outcomes for CYSHCN and their families.
These six outcomes and the percent of CYSHCN in Kansas achieving these outcome measures
for 2005-2006 are as follows’:

1. Families of CYSHCN will participate in decision making at all levels and will be
satisfied with the services they receive. 65.6%

2. CYSHCN will receive ongoing, comprehensive care within a Medical Home. 55.3%

3. CYSHCN will have adequate private and/or public insurance to pay for the services they
need. 62.9%

4. Children will be screened early and continuously for special health care needs. 68.5%

. Services for CYSHCN and their families will be organized in ways that families can use
them easily. 92.5%

6. Youth with special health care needs will receive the services necessary to make
appropriate transitions to all aspects of adult life, including adult health care, work, and
independence. 50.3%

3. Family-centered care is a viable strategy to improve care for CYSHCN. This care identifies
additional needs in subgroups of CYSHCN that must be addressed. The family-centered care
outcome measure was achieved far more often for younger versus older CYSHCN (71.2% vs.
62.4%). Those without a medical home were half as likely to be satisfied with partnered
decision-making (41.4% vs. 86.8%). CYSHCN in the 0-5 age range achieved early and
continuous screening 52.9% of the time. And only 34.6% of Kansas YSHCN without a medical
home received services necessary for transition, though this population represents a higher
percentage of CYSHCN and is growing. For example, CYSHCN prevalence in Kansas by age
group (2005-2006) was 0-5 years (10.3%), 6-11 years (17.3%), and 12-17 years (20.3%).
Finally, financial or employment problems for Kansas parents of CYSHCN are present in 21.4%,
according to the 2007 National Survey of Child Health for children ages 0-5 years. Of these
families, 20.1% were forced to cut back or stop working to care for their child’s needs. These
numbers show a great need for constructing a Patient Centered Medical Home (PCMH) in order
to care for Kansas’ population of Children with Medical Complexity. The value of the medical

®Healthy People 2010, available at http://www.healthypeople.gov/2010/redirect.aspx?url=/2010/.
! Healthy Kansans 2020, available at http://healthykansans2020.org/KHAIP/Health-Assessment-Section-10.pdf.
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home is that it drives higher patient engagement and satisfaction, and pediatric patients are more
likely to transition to adult services more successfully.

4. Children’s Mercy has further assessed the magnitude of need using additional data sources
and metrics. The Beacon Program has also analyzed the CMC population using other
categorization sources. For example, Feudtner, et al. constructed a scheme of Chronic Complex
Conditions (CCC) based on the definition of any medical condition that can be reasonably
expected to last at least 12 months and involve either different organ systems or one organ
system severely enough that subspecialty is warranted.® This list was used to construct nine
different large CCC categories. Hospitalization rates for children with more than 1 CCC
category are increasing, from 83/100,000 in the early 1990s to 166/1000 to the mid-2000s.
Patients with cerebral palsy and more than 1 CCC, and bronchopulmonary dysplasia and more
than 1 CCC both increased significantly over this time period. The consequence of this growth
is that it is putting a strain on Kansas families and its healthcare systems, particularly its
Medicaid system. The proportion of inpatient pediatric admissions and hospital day charges
increased from 1997-2006 for every CCC group except hematology. As the number of CCCs
increased, so did the increase in number of admissions, charges, and inpatient days.* '°

Within Children’s Mercy there were pockets of family-centered, coordinated care for groups of
patients with primarily single-system disorders, such as those with cancer or end-stage renal
disease, however, there was not a coordinated system/program that effectively collaborates
between primary (medical home) and subspecialty (medical neighborhood) health care
professionals on an inpatient and outpatient basis and with integration into community resources
for many CMC populations. Attainment of the above outcomes, as well as the outcomes
addressed in this Proposal would be very challenging without a foundation for providing a
PCMH for Children with Medical Complexity. Expansion of Beacon in Kansas is designed to
address that foundational challenge.

Below is a table representing the estimates of CMC, specifically for Kansas Medicaid, that
Beacon will be able to provide care for and manage as part of the implementation of this project.

Table 1: Patient Enrollment Projections for Beacon Program - Kansas

DY1 DY 2 DY 3 DY 4 DY5

2013 2014 2015 2016 2017*
Beacon (CMC) 0 53 75 108 141
Beacon HOMES sibling* 0 2 8 12 15
Beacon sibling 0 23 52 68 74

8 Feudtner C, Hays RM, Hayne G, Geyer JR, Neff JM, Koepsell TD. Deaths Attributed to Pediatric Complex Chronic Conditions: National

Trends and Implications for Supportive Care Services. Pediatrics. 2001; 107:€99.

® Burns KH, Casey PH, Lyle RE, Bird TM, Fussell JJ, Robbins JM. Increasing Prevalence of Medically Complex Children in US Hospitals.

Pediatrics. 2010; 126:638-46.

10 Simon TD, Berry J, Feudtner C, Stone BL, Sheng X, Bratton SL, Dean JM, Srivastava R. Children with Complex Chronic Conditions in

Inpatient Hospital Settings in the United States. Pediatrics. 2010; 126:647-55.
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Beacon consult 3 >° 0 0 21 44 66
Total 0 78 156 232 296"

Notes / Assumptions:

1. 2015-2017 estimates based on current utilization. Actual numbers may vary. HOMES sibs are ~ 10% of total Beacon patients.
Siblings are ~48% of total Beacon patients. ~65% of Beacon patients are from MO and ~35% of Beacon patients are from KS.

2. Beacon HOMES Siblings represent siblings of CMC that are not quite as complex, but not generally healthy siblings. A part of
the Health and Services Evaluation, Beacon patients and their level of medical complexity are assessed. There are three
potential groupings of our patients: (1) CMC or Children with the highest level of medical complexity; (2) Beacon HOMES
siblings, one sibling of CMC that have same moderate level of complexities and C3 Beacon siblings or generally healthy siblings
of CMC.

3. Without CMMI, additional Beacon patients from 2015 — 2017 in MO may not happen at the same rate and the consultative piece
will not be built for MO.

4.  Eventually there will be a steady state achieved as attrition equals referrals for Beacon. Attrition will be due to patient’s
transitioning out of BEACON; either by death, transition to adult, or transition to regular PCPs, based on decreased medical
needs. Since this Program is new and has not started the consultation piece, that steady state number is currently unknown.

Additionally, space may be a limiting factor (6 clinic rooms in 2016).
The consult piece is planned to start in July of 2015 and the hope is to provide care via telemedicine to prevent clinic room use.
6.  When consults start, providers will need time to see inpatient Beacon and Beacon Consults in addition to inpatient APRN.

In 2013, referrals to Beacon came from the PCC. In 2014, Beacon was able to add patients in
anticipation of the DSRIP Project, but these were primarily to CMC patients who were new to
the Kansas City area, needed a PCP, and met criteria for the Program. Its growth has been fairly
limited until more providers can be added to the care team. Consultative services will not be
developed until 2015 and relate specifically to the DSRIP Project Plan. Further implementation
of Beacon as a PCMH and expanding Beacon consults to Kansas’ rural and frontier locations, via
telehealth visits, is Children’s Mercy’s solution to a unique Kansas challenge facing Children
with Medical Complexity and their families.

Project Goals:

The main goal of the project is to expand and promote the Patient Centered Medical Home
(PCMH) model for CYSHCN with the highest level of medical complexity in the region,
improving family-centered, coordinated care while the services addressed above represent
aspects of PCMH, it is important to note that Beacon is a separate clinic that has yet to be able to
achieve PCMH NCQA (National Committee for Quality Assurance) recognition. CMH’s
expansion of medical homes DSRIP Project focuses on four community-based practices that
exist outside of CMH’s system.

1. Develop and expand the consultative services that Beacon provides to rural Kansas CMC
and families

e The population of CMC is growing rapidly across the states of Kansas and
Missouri as well as across the nation. Beacon, as it currently exists, will be unable
to accept all these patients into the program for various reasons. The child may
reside many hours away from the physical location of the Beacon Program. He or
she would need to receive all primary care at the Beacon Program, necessitating
sometimes hours of travel, even for appointments when the child is ill. Such
children would be better served if they were able to stay in their local
environment to receive care. In addition, community primary care providers, and
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even more so rural providers, often feel uncomfortable providing primary care to
CMC patients. In response, the Beacon program plans, during the demonstration
period, to develop an educational program as well as a consultative service to
support these non-Beacon primary care providers. Resources and videos will be
placed on the Children’s Mercy public website. Further, a consultation program
will be developed through w